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INTRODUCTION FROM MIKE SMITH, 
NCIL CHAIR 


Welcome to this special edition of 
‘Independently’ dedicated to the debate 
on adult social care reform plans in 
England. | hope you will find all the infor- 
mation useful prior to the NCIL national 
conference on October 7th which | hope 
you are able to attend. 


The Government’s Care Service Minister, 
Ivan Lewis MP, and Chair of the 
Commission for Social Care Inspection, 
Dame Denise Platt, will be speaking at the 
conference. Full details for the conference 
are provided in this special edition. 


I’m sure the conference will be lively and 
informative. The timing could not be bet- 
ter, taking place towards the end of the 
Government’s national debate on care reform before publishing a green 
paper in Spring 2009 — making it essential we give disabled people’s 
views on what is essential in any new care and support framework now. 


In this special edition you will find a short letter from Ivan Lewis inviting you 
to join the debate, a summary of the Government’s objectives for reform 
and questions on reform, a copy of NCIL’s view on the main objectives for 
reform, and a briefing on why NCIL believes equality and human rights are 
an essential objective. 


We would like to hear your views on our objectives and the Government’s 
aims. We would also like members to formally support our position. We will 
hand over our objectives to lvan Lewis at the national conference. 


If you are interested in gaining more information, or would like to discuss 
any other matters with me, do contact me at chair@ncil.org.uk 
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LETTER FROM CARE SERVICE MINISTER, 
IVAN LEWIS MP 


Everyone talks about climate change being one of 
the biggest problems we face. | believe demo- 
graphic change is just as big an issue for the UK. 


Right now, there are six million people looking 
after a relative or friend who needs to be support- 
ed for a decent quality of life. The challenge is to 
decide where the responsibility will lie in the future 
between the state, the family and the individual. 


In 20 years time a quarter of the population of the UK will be over 65 and 
the number of people over 85 will have doubled, so we need to decide now 
how the care and support system must adapt. The current system is sim- 
ply not sustainable. 


A national debate on the future of Care and Support was announced by 
the Prime Minister in May and we intend to publish a Green Paper on a 
new care and support system in early 2009. Care and support is about the 
activities, services and relationships that help people remain independent, 
active and healthy. 


We want to hear people’s views on how we can create a high quality, 
affordable system in a way that promotes independence, choice and con- 
trol for everyone. | urge people to get involved - the debate affects us all. 


If you want to contribute your views to the debate on the future of care and 
support, log on to the website at www.careandsupport.direct.gov.uk 


Ivan Lewis, 
Care Service Minister, 
Department of Health 


OUTLINE OF COVERNMENT PLANS 


The Government launched a ‘national debate’ 
on reform in May this year. This debate will 
close in November. The Government then 
plans to publish a full green paper for formal 
consultation in Spring 2009 which will lead to 
legislation. It is important for people who need 
support to engage in the debate now to ensure 
the green paper is developed with our views in 
mind. 


The Prime Minister, Gordon Brown introduced 
the Government’s national debate. His com- 
ments and the full national debate document 
‘The case for change — Why England needs a 
new care and support system’ is available online at: 


http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/Publicatio 
nsPolicyAndGuidance/DH_084725 


SUMMARY OF COVERNMENT VISION 
AND PRINCIPLES 


The Government vision for a new care and support system is that it should 
help people to: 


. participate in and contribute to society (eg to work, gain an education, 
or care for their family); 

. stay well or get back to full health quickly after accidents or surgery 
(eg through accessing advice on diet or being taught to walk again 
after an accident); 

. undertake practical tasks (eg to go shopping, work in the garden or 
do the cooking); > 
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The Government’s three principles for 
a new care and support framework 
are that it must: 


undertake personal care (eg get 
out of bed and wash and dress 
themselves); and 

be safe at home (eg move 
around safely and be safe from 
abuse or neglect). | 


care and support services; 

Ensure that everyone can receive the high-quality care and support 
they need, and that everyone gets some support from the 
Government, but that funding is targeted at those most in need; and 
The system must be affordable for government, individuals and fam- 
ilies in the long term. 


COVERNMENT NATIONAL DEBATE 


QUESTIONS 


The Government’s national debate is aimed at finding an affordable, fair 
and sustainable way of delivering and funding a first-class care and sup- 
port system in the future. For this to be achieved the Government believes 
the following three questions need to be debated: 


al 


What more does the Government need to do to make the vision of 
independence, choice and control a reality? 


What should the balance of responsibility be between the family, the 
individual and the Government? 


Should the system be the same for everybody or should the 
Government consider varying the ways it allocates government fund- 
ing according to certain principles? 
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SUMMARY OF NCIL OBJECTIVES 


NCIL has identified four areas that we think are most important to deliver- 
ing a new care and support framework most able to deliver effectively for 
disabled people — and other citizens (including older people and carers). 
Our four objectives for a new care framework are: 


= it must be underpinned by equality and human rights; 

- it must deliver an outcomes approach to services — an ‘Every 
Adult Matters’; 

- it must provide universal entitlements to support; and 

= it must include investment to transform services and ensure 
success. 


The following briefing provides more information on these issues. You may 
have received an e-copy of this briefing from Mike Smith. We hope we 
have identified what is important to our members. We would like your 
views and to know if you support our objectives. 


If you would like to discuss the NCIL position with NCIL Head of Policy, 
Neil Coyle, please do contact Neil at: policy @ncil.org.uk 


ADULT SOCIAL CARE REFORM IN ENCLAND: 
NCIL POSITION 


@ 
National Centre for 
Independent Living 


Introduction 

The green paper on adult social care reform for 
England is expected in Spring 2009. Social care 
and support — or lack of it — profoundly impacts on 
disabled people’s independent living opportunities. 
Access to support has been tightened over the last 
decade. Disabled people, older people and carers 
are increasingly left without support. 


Our views on these issues are informed by our campaign for the 
Independent Living Bill. We would like members to input to help finalise the 
position so that we can respond to the Government’s national debate, to 
the green paper and in our frequent meetings with Ministers and officials. » 
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> Care reform aims 
NCIL supports the three objectives for reform outlined by the Government. 


NCIL believes that disabled people’s independent living and equal citizenship 
are at the heart of promoting independence, choice and control. The current 
crisis in adult services is undermining independence. Human rights and qual- 
ity of life are also crucial to delivering independence, choice and control. 


We believe that services must also be made more available to people 
requiring support across the country. The postcode lottery approach has 
not worked. 


We believe that ‘affordability’ of a new adult care framework must fully con- 
sider affordability to individual disabled people. This must include essen- 
tial Disability Related Expenditure — an issue we covered in detail in our 
report for the Coalition on Charging: ‘Charging into Poverty?’ in June 2008. 


Discussions of ‘affordability’ should not be limited to maintaining existing 
failing services and must take into consideration the positive role adult 
social services can play in better supporting people to contribute. We 
believe reform requires investment to achieve the vision the Government 
has outlined and which we support. 


Social care services could be a positive tool for tackling inequality and 
poverty and supporting equal citizenship and disabled people’s human 
rights and participation. However, in their current form, social services fail as: 


. Access to support is severely restricted; 

. Systems come before people’s needs and responsibilities; 

. No positive role for supporting people is provided, with no outreach 
into underserved communities who could be better facilitated to par- 
ticipate more economically or in order to prevent poorer health out- 
comes developing for example; 

° Support offered is too limited, denying the choice and flexibility mod- 
ern families require — and resulting in family division and institutional- 
isation for some people; 

: Services are seen as a ‘gift’ and not an entitlement; 

: Support is not focused on meeting the outcomes sought by citizens, 
for example increased wellbeing and quality of life. Nor is support 
focused on the outcomes increasingly required by central 


Government — obligations to attend school or in terms of economic 
participation for instance; and 

. Local authorities do not fully consider their equality and human rights 
legal obligations when considering care policy. 


In this briefing, NCIL examines the Government’s reform aims and our 
ambitions for the positive role care and support services could perform 
supporting disabled people to achieve equality. 


Affordability of care services 


Costs of inadequate social care 

For affordability of care services to be fully assessed the impact of current 
inadequate services must be understood. UK taxpayers foot the partially 
avoidable bill for the ‘care crisis’. 
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Disabled people are unsupported — making work/participation impossible. 
Where support is available it is extremely difficult if not impossible to trans- 
fer from one local authority to another sustaining similar types and levels of 
support — making job and university place seeking impossible. This results 
in benefit costs. It also results in later state pension costs. It also means 
healthcare needs grow as without adequate support disabled people’s 
needs progress and — without support or with inadequate support — good 
health management is made impossible for some disabled people. It also 
means social care costs are greater when a disabled person finally reach- 
es the eligibility criteria for their local authority, leaving expensive care 
homes as perhaps the only option for intensive personal support for exam- 
ple. These are examples of costs to Government funded by taxpayers. 


Inflexible support — in terms of types of support made available and delays 
in accessing support — are also evidenced to have net costs. The Audit 
Commission estimates £130 million could be saved by health services if 
people with visual impairments (just one group of disabled people) > 
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> received adequate adaptations to their homes to avoid injury. The DWP 
Office for Disability Issues ‘Better Outcomes, Lower Costs’ 2007 report 
also provides good evidence on accessing support at the right time and of 
the right type. Traditional models of social care have prevented the use of 
some resources disabled people have known would help manage an 
impairment and prevent hospitalisation for example; Individual Budgets 
have allowed users to innovative with positive personal and economic 
results already being demonstrated. 


Carers also have to provide support to increasingly high levels and are 
unable to work/participate. Leaving work and receiving benefits and state 
pensions results in costs to the taxpayer. Carers develop healthcare 
needs of their own through caring responsibilities (often physical and men- 
tal healthcare needs) which also cost the state and therefore taxpayer. 
Carers UK suggest (based on Census 2001) 21% of carers providing 50 
hours support or more per week experience poor health (double the rate 
of the overall population). Around 200,000 carers claim Incapacity Benefit, 
many as a result of developing poor health from caring for someone with- 
out the right support. Family and caring responsibilities account for about 
26% of inactivity in the UK working age population compared with 19% in 
Germany and 18% in the Netherlands. 


As increasing numbers of young carers step in to provide support at high- 
er levels, the impact on their education will increase with negative out- 
comes for the children and society more broadly. 


With an ageing profile the need for carers will grow if services continue to 
stagnate or diminish. Set against existing availability of social services in 
England, the King’s Fund Wanless Review ‘Securing good care for older 
people’ (2006) estimated that demand for informal care would increase by 
45% by 2026. Carers UK predict a 50% rise in the number of informal car- 
ers over the next 25 years (to 9 million). 
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2006 that the number of ‘dependent persons’ will rise to 70 dependents 
per 100 non-dependents by 2031. We need to maximise disabled people, 
carers and older people in work to sustain tax and national insurance con- 
tributions. 


The cost of initiatives to tackle some aspects of poverty must also be con- 
sidered as people living in poverty are more likely to be disabled people, 
older people and those disadvantaged through caring responsibilities. 
Further research on this issue would be helpful from the EHRC. It is 
unlikely to be a coincidence that these groups are all affected by the cur- 
rent care crisis — an issue highlighted in the ‘Charging into Poverty?’ report 
published with the support of the 18 national third sector organisations of 
the Coalition on Charging. 


Without reform of care services to meet the needs of disabled people and 
their wider families, UK taxpayers will face even larger bills in terms of 
meeting carers increasing benefits, pensions and healthcare costs. This 
will occur at the same time the working population is likely to decrease — 
making taxpayer contributions more challenging to manage. 


Care reform and charging 
NCIL opposes the principles of charging people who enenennemucelevovranas 
need to use support services. We believe that Si 
charges for adult care services: On adult coo erm Engand 


. undermine Government commitments to inde- 
pendent living and equal citizenship (especially 
as charges are often levied without meeting 
obligations to promote equality of opportunity); 

. ignore disabled and older people’s National 
Insurance and tax contributions; 

. are discriminatory, increase the likelinood of disabled people living in 
poverty, and fail to consider disabled people’s additional costs of living; 

. prevent delivery of the health and well-being agenda by creating a 
barrier to co-operation between local statutory bodies; and 

‘ result in unnecessary demands on healthcare budgets as disabled 
and older people stop/reduce services due to charges often resulting 
in later demands on health services. 


However, it is widely expected that care reform will retain charging. The > 
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> Government stresses that social care has never been free at the point of 
delivery. Given the likelihood of the continuation of charging, NCIL will 
seek assurances that: 


. charges will not be extended to areas currently exempted; 

* earnings remain exempt and pensions have higher disregards; 

. benefits and essential expenditure will be exempt; and 

: the savings threshold and minimum weekly income are raised in line 
with our support for an outcomes approach. An outcome of ‘econom- 
ic well-being’ needs defining at national level. We believe a more 
equitable model of charging could be developed which tapers 
charges against income/savings. 


Future of national funds to support independent living 

It has been suggested that the Government is moving towards transferring 
funds like ILF, DLA and AA to be part of a personal budget delivered by 
local authorities. We are concerned that resources currently available to 
disabled people, which support delivery of independent living, might 
become less available and have additional restrictions put on their use if 
administered by local authorities. Local authorities have restricted access 
to adult care services. High criteria to access services could result in peo- 
ple losing support from these currently national sources. 


We hope reform acknowledges disabled people’s concerns. We hope that 
access to these resources will be available directly to individuals through 
meeting national criteria for entitlements even if distributed locally. We 
believe that, if delivered locally, these funding-streams must remain 
accountable/transparent, possibly through ring-fencing. 


NCIL also supports maintaining an element of national funding for individ- 
uals requiring the highest levels of support. Individual disabled people 
should be able to access national resources where local demands for 
adult social care are more significant. This would also provide better sup- 
port to local authorities with greater needs. 


Investment and transformation 

NCIL believes significant investment is required to deliver the aims of care 
reform. Independent analyses (eg for the King’s Fund) have estimated the 
need for £2-3 billion to deliver services currently required by older people. 
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This does not include services for younger adults. We hope the 
Government will match its vision with the resources to deliver. 


The 2006 health and social care white paper ‘Our Health, Our Care, Our 
Say’ suggested greater NHS support for ill-health prevention/early inter- 
vention measures. Encouraging PCTs to support local authorities to meet 
the needs of older and disabled people can prevent higher health expen- 
diture. OECD countries invest an average of about 5% of healthcare budg- 
ets in early intervention. Moving towards this average would allow the 
Government to meet the aims of care reform and its broader health and 
wellbeing agenda. 


NCIL believes that investment to deliver adult care reform must be linked 
to service improvement. We support ring-fenced funding for local authori- 
ty social service provision to ensure delivery is in line with national objec- 
tives (including independent living). 


Investing in the workforce: Reform must include workforce training and 
development opportunities if it is to succeed. The social care workforce is 
underpaid, undervalued and understaffed. The CSCI have reported on the 
negative effect this has on care service quality. The Government’s pro- 
posed reform will require retraining. Training and resources must also be 
made available to independent service providers, such as user-led organ- 
isations. The Government should involve CILs in ensuring the workforce 
is trained in understanding disability equality and user-control. 


NCIL also believes that the evidence base used to inform the debate on 
the national cost — and potential contribution — of social care needs widen- 
ing. Other factors need to be taken into consideration including: 


. the lost tax and National Insurance contributions and increased ben- 
efits and state pensions resulting from disabled people leaving or 
being unable to rejoin the workforce due to the current lack of support; 

. the lost tax/National Insurance and increased benefits/state pensions 
of carers leaving or reducing work and being unable to rejoin due to 
providing informal support to disabled and older people unable to 
access appropriate support; and 

. the higher health costs resulting from disabled people, carers and 
older people being unable to access support. > 


NC LEE 


> We hope that the Government will ensure these factors are analysed and 
fully incorporated in the care reform debate. 


Funding the care and support system 

The debate on cost/funding largely ignores the important issue that the 
general public understanding of what constitutes social care is very limited. 
Most people assume care needs fall into healthcare and are therefore free 
at the point of delivery. The national debate on reform must specifically 
seek to address this issue — through ensuring general public involvement 
and understanding of what proposed models might mean. This will ensure 
a new sustainable funding model is to be found which has public support. 


A ‘public insurance’ model 

Public insurance is one suggested model of funding. But NCIL believes 
that individuals may be reluctant to have compulsory care contributions 
alongside compulsory pension contributions. Any opt-in service is likely to 
result in compulsory options further in the future — as per pensions. 


Attempts to clarify that people could be expected to contribute through a 
new insurance mechanism are unlikely to be popular, especially to a gen- 
eral public which believes social care is largely free. Genuine debate may, 
however, demonstrate a stronger desire for public funds to be better used 
to cater for societal needs. 


An equity release model 

Whilst many organisations support equity release, this will not address the 
needs of people who own no property or other assets. High property values 
may not always be the norm (as the current ‘credit crunch’ is demonstrating) 
and this option may rise and fall as a means of funding care services over 
time — perhaps not making it the most secure or sustainable option. It may 
also be the case that families will realise the risk to inheritance and seek 
alternative means to provide support which would be positive to some extent 
but may also result in higher numbers of informal carers with the net costs 
they provide to the UK (benefits, healthcare). It is also likely that families will 
seek measures to retain control of assets whilst the cost of care remains 
largely in the public domain (transferring home ownership early — eg on the 
diagnosis of dementia in an older parent for example). 


NCIL view 
NCIL supports the use of existing public insurance measures: National 
Insurance and other existing tax contributions (including on equipment 
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costs) including council tax. 


Respondents to the DRC/EOC/Carers UK survey ‘The Future: Who Cares?’ 
in 2006 revealed a greater willingness to contribute more tax to ensure bet- 
ter Support and in order to reduce informal demands: 


. Half the public support an increase in tax to fund better social 
care, while a quarter (25%) oppose such a move, a 2:1 ratio in 
favour to deliver more/better services. 

. 54% of respondents stated they would be prepared to pay more 
for better services. Higher earners are more likely to agree to pay 
more: 65% of those earning £30,000 or more, compared with 55% 
of people earning £17,499 or under. 

. A third of respondents (32%) say none of the costs of caring 
should be borne by individuals receiving support or their 
family/friends. 


An outcomes approach 

NCIL supports an outcomes approach to adult social services. A similar system 
(‘Every Child Matters’) has already been successfully introduced to children’s 
support services. We believe an outcomes approach offers the greatest oppor- 
tunity for people needing support services to be in control and independent. 


The 2005 social care green paper ‘Independence, Well-being and Choice’ 
revealed strong public support for the proposed outcomes for adult social 
services: 


: improved health and emotional well-being; 
: improved quality of life; 

. making a positive contribution; 

. choice and control; 

° freedom from discrimination; 

* economic well-being; and 

: personal dignity. 


Social care supporting modern families 

Modern family needs, increasing requirements to ‘learn or earn’ and the 
demands of providing informal care in lieu of formal social service support is 
not well understood. The more positive role care and support services could 
provide, through an outcomes approach, in assisting citizens to meet mod- 
ern obligations is under-examined. > 
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> Clearly, the state is demanding more responsibility from individuals in terms 
of work (longer into life and limitations on benefits for job seekers plans), 
education (to 18), and pension building (opt-out not in) than ever before. 
However, informal care has also grown and is expected to increase further 
amongst all age groups (with state provision diminishing) creating a barrier 
to some responsibilities (work, education). 


Recognising care as a vital part of every citizens’ life (at a time of British 
society’s ageing profile and experience of disability) and developing a flexi- 
ble framework reflecting modern needs, demands and support options 
would be welcome. Seeing a new care and support service as part of sup- 
porting all citizens to participate, contribute and achieve equal citizenship is 
essential for a new framework to elicit public support and funding. 


NCIL believes an outcomes approach based on those set out above from 
the 2005 green paper would assist care services in reflecting modern needs. 
We believe outcomes should be agreed at national level. ‘Economic well- 
being’ must be set at the national level to ensure local service practice does 
not result in disincentives to work or save, nor contribute to the poverty of 
disabled people. 

At a local level, outcomes should be agreed in partnership between disabled 
people and local authorities and the best means (eg individual budgets) estab- 
lished to reach outcomes. Entitlements to support to achieve agreed outcomes 
would represent a significant and welcome shift in service ethos and delivery. 


Inspecting outcomes: Outcomes should form the basis of service inspec- 
tions. The health and social care regulator should inspect services to assess 
whether outcomes are met — both broadly as a set of aims across England, 
but also as individual aspirations (eg through local studies). This could 
include assessing: how outcomes are agreed with disabled people; the 
views of people needing services; how local needs are identified and priori- 
tised (eg in Joint Strategic Needs Assessments and in the work of Local 
Involvement Networks); and rolling out good practice. This would also sup- 
port local bodies in meeting statutory equality obligations. 


Portability: NCIL has campaigned for care packages to be made ‘portable’ 
from one local authority to another. An outcomes approach to care services 
could deliver this aim. The Government committed (in the passage of the 
Health and Social Care Act 2008) to providing specific national attention in 
the reform process on this issue to ensure a new framework can facilitate 
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portability. We believe this issue will provide a litmus test of whether any new 
care framework is genuinely able to deliver independence and equality. 


Equality and human rights at the heart of the 


new care and support framework 


Care and support services should be geared to support all adults irrespec- 
tive of age, disability, faith or religion, gender, race, or sexuality. An out- 
comes approach would support delivering equality and human rights to care 
services and should be relevant for all citizens, though may differ for each. 


mine human rights 
There is increasing evidence of how the current care service 
EQUALITY famework fosters inequality and undermines human rights. 


X t How current services foster inequality and under- 


The examples below are split into the ‘equalities’ categories of age, gender 
and disability discrimination to demonstrate the current framework’s failure 
to promote equality or human rights for all citizens generally accepted to 
experience disadvantage. 


Age discrimination 
Age discrimination still prevails in social care. This is most obvious in fund- 
ing packages and how to access them (eg the Independent Living Fund) 
which have proscribed age ranges to qualify for support. 


hes 


Age Concern have reported that social service expenditure per person 
demonstrates age discrimination as it is lower than per person expenditure 
on other adult groups. 


Exempting earned income from consideration in charges for using care 
services but including pensions (which are deferred earnings) is evidence of 
overt discrimination. > 


NC@LEL 


> Even in accessing support people are immediately ‘banded’ into groups. For 
‘working age’ adults this includes people with mental health problems and 
people with learning disabilities. However, there is only one group for peo- 
ple 65 years of age or older. This prevents the promotion of age equality and 
the provision of evidence/data on people using services as there is no 
breakdown within the 65+ age group. 


Older people also seem more likely to be offered fewer options for support, 
as demonstrated in take-up of Direct Payments and higher incidence of res- 
idential care. High profile cases (such as the Driscoll family in 
Gloucestershire) have demonstrated the inability of local authorities to under- 
stand older people’s human right to family life when dividing a couple into dif- 
ferent care homes (or one partner into a care home). The Driscoll couple in 
Gloucestershire, the Watts in Oxfordshire and the Bashfords in Hampshire 
are all cases regarding older couples separated to go into care homes. 


Cender discrimination 
Access to social service support is extremely @ 
restricted, considerably undermining national gov- 
ernment aims for gender equality as carers (who & 
are predominantly women) are forced to plug the | 
‘care gap’ created by diminishing public service 
support. 


Local authorities assessing people’s needs rou- 
tinely rely on informal support to a level that 
results in inequalities for the person needing sup- 
port and their wider family/friends network — most 
often women. 


Inequalities in employment and health for carers are well evidenced but 
routinely ignored when authorities assume informal care can be provided 
to substantial levels by family and friends. 


This active promotion of inequality costs the public in terms of taxes to pay 
for carers’ potentially avoidable benefits and healthcare needs. 


Disability discrimination 

Attitudes to some disabled people in care services have traditionally been 
very restrictive and paternalistic. This is evident in take-up of Direct 
Payments where the inability of social services to recognise the ability of 
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people with mental health problems to manage their own support has 
meant low levels of use of this empowering support. 


Right across people using adult social services the latest figures show that 
Direct Payments (and the Individual Budget pilots) only account for £2 of 
every £100 spent — demonstrating the reluctance of providers to trust peo- 
ple to manage their own support systems. 


There is anecdotal evidence of people with mental 
health problems not being able to access support 
due to discriminatory attitudes resulting in an inabili- 
ty of local authorities and individual assessors to 
understand the impact of mental distress on individu- 
als and their families. Child carers providing substan- 
tial support to parents with mental health problems 
+ due _ to assessors not realising the level of support 
~ required — or being unable to deliver the flexibility in 
support needed to be effective — results in children 
being forced to provide over 50 hours of informal 
care/support every week. 


1.25 million carers provide more than 50 hours support every week — more 
than the EU work-time directive and an issue ignored by local authorities 
when ensuring the human rights and equal opportunities of carers as well 
as disabled people are promoted. 11,000 young people (between 4 and 17 
years of age) provide more than 50 hours support per week. For children, 
the results in terms of educational under-achievement and later employment 
difficulties, benefit dependency and avoidable healthcare needs are all costs 
to both the young person and the overall public purse. As the Government 
extends the requirement for young people to stay in education till 18 years 
of age, local authorities must ensure this responsibility is not undermined by 
caring responsibilities and must reduce the ‘care assumption’ that young 
people will automatically be able to provide (often substantial) support. 


Parents with learning disabilities have frequently had their human rights 
undermined in decisions by local authorities to remove their children into 
social care. 50% of parents with learning difficulties have had their chil- 
dren taken into state care. The same is also true of parents with mental 
health problems, as evidenced in the ‘G v Nottingham Council’ case in 
2008. This not only contradicts the parents human rights but also the chil- 
dren’s right to family life but also the child’s longer term equality of oppor- p 
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p tunity as the pathways children in state care experience are evidenced to 
be well below those of other children. 


Legal cases have demonstrated an inability, ignorance or misunderstand- 
ing of local authorities in applying Disability Discrimination Act provisions 
in social services — including the need to undertake disability equality 
impact assessments on policy changes as demonstrated in the ‘R v 
Harrow London Borough Council’ case decision. 


People excluded from social care 

Some people are excluded from accessing support servic- 
es by restrictive local authority eligibility criteria. Other peo- 
ple ‘self-exclude’ from care — as a result of care service 
charges for instance. This automatically undermines their 
equality and human rights. 


But there is little evidence of local authorities considering the impact on dis- 
abled people and their families’ human rights or equality of opportunity when 
imposing charges or limiting access to support. 


Evidence demonstrates lower (or zero) take-up of Support when charges 
are introduced or raised. Authorities do not balance rises in charging poli- 
cies against the impact people deciding they cannot afford the 
charge/increase will have on equality of opportunities (for a carer to work) or 
human rights (dignity, privacy and family life for example). Despite this evi- 
dence and the clear implications of relying no informal — or no — support 
local authorities routinely ignore duties to consider the impact. 


The Government has announced (in its Independent Living Strategy) that care 
reform will include a new information service on housing, care and financial 
issues for older people. This service will be very useful but we believe that 
information is vital for all adults needing support, irrespective of age. Many dis- 
abled people do not identify with disabled people’s organisations/services, 
and older people do not always identify with services designed solely for peo- 
ple of 65 years and over. One, holistic service for adults may assist take-up. It 
would also make better use of resources, especially given the commitment to 
establish Centres for Independent Living (CILs) in every locality by 2010. NCIL 
is seeking information on how CILs will be engaged in this new service. 


Four proposed improvements 
NCIL believes the following four changes should be prioritised to improve 
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promotion of equalities and human rights in care services. We believe these 
improvements would also deliver a more cost-effective, quality, flexible and 
higher-satisfaction public service. 


1) An outcomes approach 

Outcomes, defined by people seeking support and measured by service 
inspectors, would put greater control into the hands of people using services. 
User control is essential for a shift towards promoting equality and human 
rights. Control currently sits in the hands of local authorities, with access to 
support highly restricted. This has resulted in people being forced to fit into a 
system with limited choice and no promotion of equality or human rights. 
Outcomes identified with strong public support in a Department Of Health 
consultation in 2004-05 and led to the identification of outcomes in 2005. 
Services measured against outcomes would be effective at tackling inequal- 
ity and promoting human rights. 


2) Entitlements 

The Independent Living Bill — drafted by the DRC and supported by age, 
carer and disability organisations in the ‘Our Lives, Our Choices’ coalition 
facilitated by NCIL— has passed its Lords stages twice as a private members’ 
bill tabled by Lord Ashley of Stoke. Its provisions would deliver an entitle- 
ments approach to care services — i.e. moving away from local authorities 
determining who can access support based on tight eligibility criteria and 
moving towards a rights-based approach putting people with needs and their 
families in control with a responsibility to meet needs placed on authorities. 


This would represent a similar system to healthcare (presenting needs with 
a duty on authorities to meet them) and dramatically shift power and control 
towards users. This approach would empower people to use services, 
focusing delivery on their needs. As individual needs inherently factor-in 
equality and human rights considerations this would put the promotion of 
equality and human rights at the heart of service delivery. 


3) Personalisation and self-direction 

The personalisation approach begun in Direct Payments and progressed by 
the current Government should also be a priority in delivering an equality 
and human rights focused social service framework. 


Self-directed support systems and user-control are vital to deliver equality 
and human rights as individuals inherently factor-in equality and human 
rights considerations when empowered to manage their own support sys- 
tems — with support as required. > 
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> Initiatives like Individual Budgets support this approach, delivering more 
genuinely personalised and flexible systems. However, there do need to be 
safeguards to ensure: 


. support (such as advocacy) is available to assist disabled people and 
their families in requesting a care package/managing a Budget; 

. locally available support can meet demand (which may require local 
authority market-stimulation); and 

° Budgets match inflation (for products and wages of PAs). 


Overall, the more personalised a service, tailored to individuals (and their 
families) the more likely it is to promote equality and human rights. 


4) Workforce training 

Training (for the full workforce, including PAs) should include promotion of 
what equality and human rights mean in the context of care and support serv- 
ices. Training should be for all staff responsible for service planning, commis- 
sioning, leadership (including councillors with responsibilities and on over- 
sight and scrutiny committees for example), delivery and monitoring (includ- 
ing the Care Quality Commission from 2009, and the Audit Commission). 


Only through awareness at all levels of the impact care services have on 
people’s equality and human rights, matched with an understanding of exist- 
ing (and future, eg care reform and proposed legislation to unify all equali- 
ty/anti-discrimination Acts) legislative requirements of services, will the full 
workforce be able to routinely reflect/deliver it in their work. 


Summary of NCIL aims: a positive role for care 
and support services 


NCIL has four core aims for a new adult care framework in England which 
we believe are consistent with Government objectives: 


1) Anew framework underpinned by equality and human rights 
2) An outcomes approach to services 

3) Entitlements to support 

4) Investment — to transform services and ensure success 


NCIL has campaigned for the Independent Living Bill. The provisions — and 
particularly the principles — of the Independent Living Bill underpin what we 
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believe adult support services could achieve. The Bill would provide an out- 
comes and entitlements approach to support and would help foster a culture 
of promoting equality and human rights in care service provision. The 
Independent Living Bill is online: 

http://www. publications.parliament.uk/pa/cm200607/cmbills/097/07097. 1- 
7.html#j001 


The general public funds social care (through taxation) but has a limited 
understanding of what care services are, what they do and what they might 
achieve with the right ambition. A stronger emphasis — in the reform debate 
and from governments at all levels — on the positive potential role of support 
services would facilitate a better understanding of the value of care and sup- 
port and the cost of not reforming services along the lines we have set out. 


As the main political parties seem to be travelling towards an independent 
NHS, NCIL suggests that perhaps social care might be incorporated into DCLG 
to become a Communities, Local Government and Social Inclusion depart- 
ment. This might better reflect the model of support we seek and could secure 
strongest public confidence and understanding in the positive role of services. 


The contribution and resources available through different government 
departments/agencies including independent budgets (ILF), central budgets 
(Supporting People, Access to Work), local authorities (Social services) and 
welfare payments should be recognised in the reform debate and form part 
of a new, positive inclusion, participation and citizenship agenda. 


This new agenda must be underpinned by a firm commitment to promoting 
the equality and human rights of people who need support. Without this 
underpinning any new framework will fail in the Government — and disabled 
peoples — core objectives. Promoting equality and human rights are essen- 
tial to promote independence, choice and control; to ensure people can 
receive high quality care and support; and to deliver a new framework which 
is affordable and sustainable in the long-term. 


“When we debate the future of adult social care, we are talking about peo- 
ple’s human rights and equality, not just for the person requiring support, but 
for those with whom they share their lives...[The care reform debate should 
decide how] we deliver a support system where people’s human rights are 
enshrined and everyone’s life chances equally valued and supported” 


Baroness Campbell, 
Commissioner of the Equality and Human Rights f 
Commission and NCIL co-founder and Trustee NC rh 23 
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NCIL’'S ANNUAL CONFERENCE 
AND 5th ANNUAL GENERAL 
MEETING (AGM) 


VENUE 


Care and Support for 
Independent Living: 
The Reform of Social 
Care in England 


Our conference will be addressed by Ivan Lewis MP, Minister for Care 
Services, and Dame Denise Platt, Chair Commission for Social 
Care Inspection. 


We will be highlighting the Government’s reform agenda and 
the potential for transformation. There will also be debates on 
the future for CILs and what issues NCIL should be promoting. 


The National Centre for Independent Living is the disabled 
people’s organisation focusing on personal assistance/ 
Independent Living issues and the development of organisa- 
tions run by disabled people. 


INDEPENDENCE - CHOICE - CONTROL - PARTICIPATION 


